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ABSTRACT 



This progress report reviews federal policy activities 
toward the inclusion, empowerment, and independence of people with 
disabilities consistent with the vision of the Americans with Disabilities 
Act of 1990 (ADA) . The report covers the period of November 1, 1997, through 
October 31, 1998. It notes progress where it has occurred and makes further 
recommendations in the following areas: (1) disability research; (2) civil 

rights; (3) education; (4) health care; (5) long-term services and supports; 
(6) immigrants, and racial and ethnic minorities with disabilities; (7) 

Social Security work incentives and Social Security solvency; (8) employment; 
(9) welfare to work efforts; (10) housing; (11) transportation; (12) 
technology; and (13) international issues. The review indicates that the rate 
of progress is slower and less steady than many in the disability community 
had hoped when ADA was enacted into law, and that federal policy remains rife 
with inconsistent messages and unrealistic requirements for people with 
disabilities who rely on federal programs like Social Security disability 
benefits, vocational rehabilitation, Medicaid, Medicare, special education, 
and Temporary Assistance for Needy Families. In addition, it warns that the 
backlash against civil rights for children and adults with disabilities 
continues to motivate attempts to weaken disability laws. (CR) 
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NATIONAL COUNCIL ON DISABILITY 



An independent federal agency working with the President and Congress to increase the 
inclusion, independence, and empowerment of all Americans with disabilities. 



LETTER OF TRANSMITTAL 



February 16, 1999 

The President 
The White House 
Washington, DC 20500 

Dear Mr. President: 

On behalf of the National Council on Disability (NCD), I am pleased to submit NCD’s National 
Disability Policy: A Progress Report, as required by Section 401(b)(1) of the Rehabilitation Act 
of 1973, as amended. This report follows up on last year’s progress report and on NCD’s 1996 
report and recommendations capturing the input of disability community leaders throughout the 
country at a summit held in 1996. That report, Achieving Independence, included more than 120 
recommendations for change in a wide range of areas of public policy designed to facilitate 
inclusion, empowerment and independence of people with disabilities consistent with the vision 
of the Americans with Disabilities Act of 1990 (ADA). These recommendations were elaborated 
upon in the 1997 progress report. 

The attached progress report, which covers the period November 1, 1997, through October 31, 
1998, reviews federal policy activities in the year following our last report, noting progress 
where it has occurred and making further recommendations where necessary. The 
recommendations apply to the executive branch, to the legislative branch, and in some instances 
to both. Overall, NCD believes the country continues to move forward in expanding 
opportunities and inclusion for Americans with disabilities. 

Nonetheless, the rate of progress is slower and less steady than many in the disability community 
had hoped when ADA was enacted into law. Federal policy remains rife with inconsistent 
messages and unrealistic requirements for people with disabilities who rely on federal programs 
like Social Security disability benefits, vocational rehabilitation, Medicaid, Medicare, special 
education, and Temporary Assistance for Needy Families. In addition, the backlash against civil 
rights for children and adults with disabilities continues to motivate attempts to weaken laws 
like the Individuals with Disabilities Education Act and ADA. 



1331 F Street, NW ■ Suite 1050 Washington, DC 20004-1107 
(202) 272-2004 Voice ■ (202) 272-2074 TTY ■ (202) 272-2022 Fax 



For people with disabilities truly to accomplish the vision of ADA, it is critical that the 
Administration work with leaders in Congress to forge a disability agenda that brings children 
and adults with disabilities into the mainstream of American life. 

Thank you for the opportunity to play the independent role that our mission requires and to offer 
an objective assessment of progress in the last 12 months. NCD stands ready to work with you 
and stakeholders outside the government to see that the public policy agenda set out in the 
attached report, in Achieving Independence , and in other NCD reports is implemented. 



Sincerely, 

,/W 

Mania Bristo 
Chairperson 




(The same letter of transmittal was sent to the President Pro Tempore of the U.S. Senate and the 
Speaker of the U.S. House of Representatives.) 
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PREFACE 



The National Council on Disability (NCD) is an independent federal agency charged with 
advising the President and Congress on public policy issues affecting people with disabilities. 
Consistent with this mission, NCD is required to report annually on the progress made in federal 
policy for people with disabilities and to make recommendations for how public policy might 
better meet the needs of the disability community. Given the diverse nature and large size of the 
disability community and the range of public policy issues affecting this community, NCD has 
tried to focus on issues that could affect large segments of the disability community in the United 
States. 

As indicated on the title page, the following report covers the period from November 1, 
1997, through October 31, 1998. NCD assesses developments in multiple areas of public policy 
against the yardstick of NCD’s previous reports and recommendations. The principal report that 
forms the framework for NCD’s policy analysis is its 1996 report. Achieving Independence, 
which captured the consensus recommendations of a diverse group of over 300 disability leaders 
from around the country who gathered in a summit in Dallas that year. 

To assist the reader, the following report below uses italics for text that includes NCD’s 
recommendations for the President and/or the 106th Congress. 
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INTRODUCTION 



On July 26, 1990, when he signed the Americans with Disabilities Act (ADA) into law, 
President George Bush said: 

ADA is powerful in its simplicity. It will ensure that people with disabilities are 
given the basic guarantees for which they have worked so long and so hard. 
Independence, freedom of choice, control of their lives, the opportunity to blend 
fully and equally into the right mosaic of the American mainstream. 

President Bush later stated, “When you add together federal, state, local and private 
funds, it costs almost $200 billion annually to support Americans with disabilities, in effect, to 
keep them dependent.” As President Bush recognized, the dependence-oriented model of our 
systems of public income supports and corresponding health care benefits is not consistent with 
ADA’s vision of freedom of choice and equal employment opportunity. If you must lose your 
health care and personal assistance services when you take a job, is that equal employment 
opportunity? 

In an effort to address in our public disability benefit programs the ongoing barriers to 
work, members of Congress engaged in a bipartisan, bicameral strategy this past year to allow 
people with disabilities to leave the disability benefit rolls and maintain their health coverage 
when they take a job. Another important component of the strategy would have expanded access 
to private vocational rehabilitation for people on the Social Security Disability Insurance (SSDI) 
and Supplemental Security Income (SSI) rolls. The retum-to-work bills captured the attention of 
people with disabilities, their families, and advocates across the country as news of them arrived 
by e-mail, facsimile, telephone, and letter. Through the hard work of disability advocates and the 
bills’ chief sponsors, the Ticket to Work and Economic Self Sufficiency Act in the House and the 
Work Incentives Improvements Act in the Senate gained the support of the Administration and 
almost became law. The progress made on this issue in the 105 th Congress will form a solid 
foundation on which to build a successful bipartisan effort in the 106 th Congress. 

Independent of the retum-to-work effort, reform of the Social Security and Medicare 
programs will be high on the list for both parties in the 106 th Congress. As with other high 

1 
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policy priorities such as school modernization, managed care reform, physician-assisted suicide, 
or the implications of the human genome project, the manner in which Social Security solvency 
and the future of Medicare are resolved will have a great impact on people with disabilities. And 
yet, despite this, too few working-age people with disabilities and their advocates have 
participated in the ongoing discussions about how to protect the solvency of the Social Security 
Trust Fund or the future of the Medicare program. As more people with disabilities, their 
families and advocates speak out on Social Security and Medicare issues, the challenge they face 
will be defending the existence of basic federal income support programs and publicly funded 
health care coverage for those unable to work, while at the same time pushing for expanded 
access to affordable health and long-term services and supports for people with disabilities who 
seek employment. This challenge is present in many areas of public policy today. Should 
people with disabilities fight to protect important but poorly designed and poorly managed public 
programs as these programs come under heightened scrutiny, or should they proactively work to 
modernize public programs so that work and economic self-sufficiency will truly be promoted? 

President Clinton recognized the need to modernize and coordinate federal policy to 
promote employment of people with disabilities on March 13, 1998, when he signed an 
executive order establishing a National Task Force on Employment of Adults with Disabilities. 
He named Labor Secretary Alexis Herman as chair and Tony Coelho of the President’s 
Committee on Employment of People with Disabilities as vice chair. In the National Council on 
Disability’s (NCD’s) 1996 report Achieving Independence, which summarized the 
recommendations from a summit attended by a diverse group of over 300 disability community 
leaders from around the country, NCD recommended that the President sign an executive order 
directing the secretary of labor to promote the employment of people with disabilities by 
establishing national goals. This recommendation was expanded upon by political appointees 
with disabilities throughout the Administration and ultimately became the executive order signed 
by President Clinton in March 1998. 

As stated in the executive order, the purpose of the task force “is to create a coordinated 
and aggressive national policy to bring adults with disabilities into gainful employment at a rate 
that is as close as possible to that of the general adult population.” This high-level task force 
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includes Herman, Coelho, the secretaries of education, health and human services, treasury, 
commerce, transportation and veterans affairs, as well as the commissioner of Social Security, 
director of the Office of Personnel Management, chair of the Equal Employment Opportunity 
Commission, administrator of the Small Business Administration, and the chairperson of the 
National Council on Disability. The task force has been working in subgroups in preparation for 
a November 1998 report to the President. After it issues the report, the task force will begin to 
solicit input from the disability leaders on preliminary recommendations and further directions 
for the task force. Like the President’s Initiative on Race (PIR), the Task Force on Employment 
of Adults with Disabilities provides an opportunity to educate all Americans about why people 
with disabilities have such low employment levels and what it will take to increase employment 
of this population. Equally important, the existence of the multiagency task force signifies that 
the issue of employment of adults with disabilities is not simply a matter of vocational 
rehabilitation but instead requires a systematic revamping of the public and private systems that 
children and adults with disabilities must navigate successfully to get and keep a job. 

One system that must be navigated successfully to get to work is the transportation 
system. The Department of Transportation (DOT), which has been an active participant in the 
work of the Presidential Task Force on Employment of Adults with Disabilities, took an 
important step this past year to making intercity travel more accessible and affordable for 
travelers with disabilities when it issued its final rule on over-the-road bus accessibility. This 
requires every new bus purchased by a major carrier after the rule’s effective date to be fully 
accessible for travelers in wheelchairs. The rule also requires full fleet accessibility over time as 
old buses are replaced with new ones. 

Like transportation, home- and community-based personal assistance services must be 
available and affordable for working-age people who need assistance with activities of daily 
living to find and keep employment. With a well-attended March 1998 hearing on the Medicaid 
Community Attendant Services Act (MiCASA) in the Health Subcommittee of the Commerce 
Committee, Congress this year received eloquent testimony on the need for legislation that 
would provide real choices in the community for children, adults, and seniors who need long- 
term services and supports. This legislative effort also was buttressed by a July 1998 letter from 
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the Health Care Financing Administration (HCFA) to state Medicaid directors informing them of 
the ADA requirement that Medicaid-financed services, including long-term services, be provided 
in the “most integrated setting” appropriate. These two developments may be harbingers of 
broad-based efforts in the next Congress to eliminate the institutional bias in the current system 
and give people with disabilities and their families the ability to choose where to live and where 
to receive the long-term services and supports they need. 

The retum-to-work bills, President Clinton’s Executive Order on Employment of Adults 
with Disabilities, the over-the-road bus regulations, the MiCASA hearing, and the HCFA letter 
all point toward progress in public policy; however, the last year also witnessed attempts to move 
the country backward by weakening civil rights protections for children with disabilities and 
their families under the Individuals with Disabilities Education Act (IDEA). Dissatisfied with 
the compromise on discipline that had produced sufficient votes to reauthorize IDEA in 1997, 
powerful members of Congress sought to amend the new law to make it even easier for schools 
to cease providing an education to children with disabilities in a wider range of circumstances. If 
these efforts had been successful, schools would have been given the opportunity to stop 
educating some students indefinitely without having to comply with any of the current due- 
process protections designed to ensure the schools’ fairness and accountability. 

Although the proposed amendments ultimately failed after intense opposition from parent 
and disability advocates, congressional supporters of IDEA, and the Administration, it is clear 
that many school boards, school administrators, and others involved in education policy believe 
that civil rights laws for children with disabilities are interfering with the ability of schools to 
maintain order and educate all students effectively. Outspoken school boards and their allies 
have fostered a climate where children receiving special education services are being 
scapegoated for all that is not working in American public education. If IDEA’S critics are 
successful at further restricting the protections for children with disabilities beyond the 
compromise embodied in the 1997 law, the children who will suffer most will be those with 
disabilities with challenging behaviors, children from low-income families, racial and ethnic 
minority children, children in foster care, children in the juvenile justice system, and children 
living in rural areas without access to legal advocacy. These children are the most vulnerable to 
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unilateral disciplinary actions by schools because these children and their families often lack the 
financial resources and information to challenge unfair actions or to seek appropriate alternative 
educational placements. The weakening of civil rights protections in IDEA would be a tragic 
failure in American public policy for children and families. Moreover, if the proposed IDEA 
amendments are enacted, the negative impact of this change will be compounded by the recent 
elimination of Supplemental Security Income benefits for over 100,000 low- income children 
with disabilities and their families. In a period of economic prosperity, low-income families with 
children with disabilities are losing ground, while much of the society moves forward. 

This report, which updates the progress report NCD issued in 1997, will describe 
significant policy developments in the last year and offer recommendations for the President and 
the 106 th Congress. 
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PROGRESS, CONCERNS AND RECOMMENDATIONS 

A. Disability Demographics and Disability Research 

1 . Demographics 

The National Institute on Disability and Rehabilitation Research (NIDRR) at the 
Department of Education has published an extensive Chartbook on Work and Disability in the 
United States, 1998. The document is available in hard copy and is also excerpted on the World 
Wide Web. 1 The Chartbook draws upon data from several sources, including the Survey of 
Income and Program Participation, the National Health Interview Survey, the Current Population 
Survey, the decennial census, and the Annual Survey of Occupational Injuries and Illnesses. As 
noted in the Chartbook : 

• Approximately 32 million people, or 18.7 percent of working-age Americans, report 
having some level of disability. Fifteen million people, or 8.7 percent of working-age 
Americans, report having a severe disability. 2 

• The Chartbook also reports statistics on the prevalence of disability by race and ethnic 
origin. Within the 18- to 69-year-old-age group, the following data are reported: 



1 The Web site address is http://www.infouse.com/disabilitydata. 
there is excerpted from Stoddard, S., Jans, L., Ripple, J., and Kraus, 

Work and Disability in the United States, 1998. An InfoUse Report. 

National Institute on Disability and Rehabilitation Research. 

2 Data reported last year by the U.S. Bureau of the Census based on Survey of Income and 
Program Participation results from 1994 indicated that 54 million people of all ages reported 
having a disability, 26 million of whom said that their disability was severe. 
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